Background: Development and evaluation of the PEQ-CAMHS Outpatients, a parent completed questionnaire to measure experiences of outpatient child and adolescent mental health services (CAMHS) in Norway.
Background
The widespread acceptance of the importance of the views of service users in the assessment of health care quality has meant that the views of parents are increasingly sought in evaluations of the quality of care of child and adolescent mental health services (CAMHS) [1, 2] . Compared with the patient satisfaction literature more generally, [3] there have been relatively few studies of user experiences with CAHMS but there is some evidence for small to moderate levels of correlation between satisfaction and mental health outcomes for children [4] [5] [6] [7] .
Parents have responsibility for contacting health services on behalf of their child and their involvement in treatment is important for its success [8] [9] [10] . Moreover, parent experiences of care might influence their expectations of and involvement in future care [1, 11] . Hence, parents can make an important contribution in the evaluation of mental health services quality for children and parent-completed questionnaires have had applications across a wide range of evaluations that include medication [12, 13] , community-based services [1, 14, 15] , inpatient care [7, 11] and health care plans [16] .
Reviews of the literature have identified up to 28 instruments and questionnaires designed to measure parent satisfaction with CAMHS [9, 17] . These questionnaires typically comprise multidimensional scales that assess different aspects of parent satisfaction or experiences with such services. However, some questionnaires comprise global items while others sum to form a single score that might assess one aspect of parent satisfaction or general satisfaction [18] . Global items have been criticised for not providing adequately detailed information [9, 11, 19] . Multidimensional instruments provide more detailed information relating to specific aspects of care such as communication and information that can more fully inform quality improvement initiatives.
Parent satisfaction questionnaires have been criticised more generally for not being comprehensive [20] and for lacking psychometric evidence including reliability and validity [7, 9, 20] . The former criticism relates to content validity, a qualitative consideration as to whether an instrument or questionnaire adequately covers important aspects of parent satisfaction and in sufficient depth. An alternative approach involves asking users to rate their experiences of aspects of health care which may include communication and information provision, [21] and the collection of more objective information relating to whether specific health care events occurred. There is an inbuilt assumption that the aspects of experience covered by such questionnaires are related to user satisfaction and tests of construct validity often involve comparisons with global or single item measures of satisfaction [21] . It is important that users are involved in the development of such questionnaires to ensure that the most relevant aspects of the health care experience are included which lends the questionnaire content validity.
The Parent Experiences Questionnaire for Outpatient Child and Adolescent Mental Health Services (PEQ-CAMHS Outpatients) was developed following a review of the literature that identified shortcomings with existing questionnaires including a lack of content relevance to outpatient clinics in Norway. The questionnaire was designed for application in a national survey of parents or primary caregivers with children under 16 years of age attending mental health services outpatient centres throughout Norway [22] . The aim of the present study was to assess the data quality, internal consistency reliability and validity of the questionnaire.
Methods

Questionnaire development
Questionnaire development and evaluation followed criteria that have been defined as important in patient satisfaction measurement [23] . The development of the questionnaire was based on a review of the literature that included existing parent satisfaction questionnaires, interviews with parents and consultation with an expert group comprising nine health professionals, a representative from a user organisation and researchers. This process was designed to ensure content validity; that the questionnaire addresses important aspects of parent experiences in sufficient detail.
Semi-structured interviews were undertaken with parents of eleven children under 16 years of age that had received care from two outpatient CAMHS in South East Norway. Following the interviews and any necessary revisions, the expert group was consulted. The questionnaire was then piloted by means of a postal questionnaire sent to 271 parents of children under 16 years of age that had attended one outpatient CAMHS in South East Norway. The expert group was consulted again following the pilot survey.
Data collection
The questionnaire was included in national survey of 17,871 parents of children aged under 16 years who had at least one appointment at one of the 86 outpatient centres in Norway between 1 September and 31 December 2006 [22] . Patients were recruited using administrative data from the clinics and there was a maximum of 400 users per clinic who were randomly selected if the number exceeded 400 during the recruitment period. This calculation was based on the number of respondents needed to compare the 86 clinics after taking account of non-response and the need for adjustment of covariates.
Parents were sent a postal questionnaire following the transfer of administrative data from the clinics. The covering letter informed them that the survey related to parent experiences. No instruction was given about which parent should complete the questionnaire and a question was included about who actually responded. Parents gave their informed consent to take part by ticking a box on the front page of the questionnaire which was returned in a reply paid envelope. Up to two reminders were sent to non-respondents at three and six weeks.
Telephone interviews were conducted with a sample of 400 non-respondents following the second reminder; 20 centres were randomly selected from the 86 centres in Norway and 25 patients were randomly selected for each centre. The interviews included four items that were found to explain the largest component of variation in parent experiences following the pilot survey along with background questions. These four questions were summed to form a summary score which had satisfactory item-total correlations and a Cronbach's alpha of 0.84. The two groups of parents were compared using the t-test for the summary score and chi-square and Mann-Whitney U tests for categorical variables and ordinal variables.
The Norwegian Regional Committee for Medical Research Ethics, the Data Inspectorate and the Norwegian Board of Health approved the survey.
Statistical analysis
Items with ten percent or more missing data were considered for removal from the final questionnaire. Principal axis factoring with promax rotation was used to assess the underlying structure of the questionnaire [24] . Factors with eigenvalues above 1.0 were assessed for face validity and factor loadings greater than 0.4 were considered important. Items with important factor loadings on more than one factor were considered for removal. Internal consistency was assessed by item-total correlation and Cronbach's alpha. The former measures the strength of association between an item and the remainder of its scale and it was expected that they would exceed 0.4 which is considered acceptable [25] . The latter assesses the overall correlation between items within a scale. For a scale to be considered sufficiently reliable for use in groups of patients, an alpha value of 0.7 is considered acceptable [25, 26] .
In the absence of a gold standard measure of parent experiences, construct validity was assessed through comparisons of scale scores with responses to the additional questionnaire items not included in the scales that related to various aspects of care. Following findings from the parent satisfaction literature, [27, 28] it was hypothesised that moderate to high levels of correlation in the range 0.5 to 0.7, would be found between scale scores and parents overall satisfaction both in relation to their child's treatment and their own experiences. There is some evidence for a low to moderate association between parent satisfaction and treatment outcomes for mental health services [4] [5] [6] [7] , and correlations in the range 0.3 to 0.6 were hypothesised for the perceived benefits of treatment accruing to the child and parent. Similar levels of correlation were hypothesised for responses to two items relating to health professionals cooperation, both within the clinic and with other professionals working outside the clinic including general practitioners and school teachers.
The active participation of parents and families in mental health care of children and adolescents leads to better outcomes including parent satisfaction [10, 14] and parent satisfaction was found to have low to moderate correlations with a measure of empowerment [10] . Hence, levels of correlation in the range 0.3 to 0.6 were expected between the scales and two items relating to parent understanding of treatment and involvement in dialogue with the clinic. Information giving is also positively related to user satisfaction with health services [3] and it was hypothesised that scale scores would have low to moderate correlations in the range 0.3 to 0.6 with perceptions of the adequacy of information relating to side-effects of their child's medication.
There is evidence that parents are more satisfied with shorter waiting times [14, 28] and it was hypothesised that scores would have low levels of correlation in the range 0.2 to 0.3 with how long parents had to wait for treatment for their children. Parent satisfaction ratings have been found to be positively associated with the time spent in treatment with mental health services [19, 29, 30] and hence it was hypothesised that scores would have low to moderate correlations in the range 0.3 to 0.6 with parent perceptions of the adequacy of the number of hours spent at the clinic, number of clinic visits and the ease with which they were able to make contact with health professionals outside of consultation times when necessary.
Unwanted behaviour by health professionals has been found to be consistently associated with user satisfaction more generally [3] and following previous findings from user satisfaction with mental health services [31] , low correlations in the range 0.2 to 0.3 were expected with responses to two items relating to whether health professionals talked down to either the child or their parent.
Results
Questionnaire development
Following the literature review and consultation with the expert group 28 questions were devised that covered accessibility, cooperation, information, overall satisfaction, outcomes and relationship with health personnel. These questions were included in the semi-structured interviews with the parents of eleven children. In general the questions were found to be acceptable and relevant. Some revisions were made following the interviews and consultation with the expert group.
Of the 271 parents sent the pilot questionnaire, 122 (45.0%) responded. The mean age of respondents was 40.83 (sd 6.67) and 93 (76.2%) were the mother. Items had low levels of missing data and factor analysis of 14 items that were relevant to all patients identified three scales of relationship with health personnel, information and participation and outcome. Following consultation with the expert group some small changes were made to the wording of some of the items prior to the main survey and an additional item relating to "how the child functions outside of the family" was included as part of the outcome scale. Hence the PEQ-CAMHS Outpatients questionnaire included 15 items assessing parent experiences with five-point descriptive scales that assess various aspects of parent experiences of relevance to all parents.
Additional items relating to information on medication information and cooperation between health professionals that were not relevant to all parents' included a "not applicable" option and other additional single items covered accessibility, overall outcome, overall satisfaction and unwanted behaviour. Finally, the questionnaire included several sociodemographic questions.
Data collection
Of the 17,871 parents mailed the national survey questionnaire, 7,906 responded; 755 did not have a correct address and 36 had cancelled their CAMHS appointment which gives an adjusted response rate of 46.3%. Table 1 shows their characteristics. The mean age of the children was 11.3 (SD = 3.2) years and 2,946 (37.3%) were female. Of the 400 non-respondents conducted by telephone, 225 (56.3%) agreed to be interviewed. Compared to respondents to the main survey, there were three statistically significant differences that were important. Interviewees had a significantly different number of previous contacts with the clinic with 21.0% of interviewees and 14.4% of respondents reporting more than one previous contact. Interviewees also had a significantly different education level with 25.3% having received higher education compared with 44.3% for respondents. The parent experiences summary scores were not significantly different. However, interviewees had slightly poorer experiences relating to their "viewpoints being taken seriously". There was also a significant difference for the number of clinic visits in the past three months. There were a large number of interviewees that had not visited the outpatient clinic in the past three months which follows from the interviews taking place after the second reminder.
Statistical analysis
The levels of missing data and descriptive statistics are shown in Table 2 . All items met the criterion for missing data and none were removed. Missing data ranged from 1.5% to 5.6% for items relating to "being met with politeness and respect" and "outcomes associated child's function outside of the family" respectively. These two items also had the highest and lowest scores of 4.35 and 2.39 respectively. The majority of items had mean scores in the range of 3 to 4 on the scale of 1 to 5 where 5 is the best possible experiences of care.
Factor analysis gave three factors accounting for 74.2% of the total variation (Table 2) . Factor loadings were acceptable with all 15 items having loadings above 0.5 and loadings below 0.3 on the other two factors. In order of the total amount of variation that they explain, the factors can be described as relationship with health personnel, information and participation, and outcome. Table 2 shows that the item-total correlations and Cronbach's alpha for the final scales were acceptable, ranging from 0.65 to 0.89 and from 0.88 to 0.94, respectively. Table 2 shows the mean scores for the final 15-item questionnaire on a scale of 0 to 100 where 100 is the best possible experiences of care. Scores were skewed towards positive experiences of care and ranged from 59.6 to 74.9 for the scales of information and participation and relationship with health personnel respectively. The results of validity testing are shown in Table 3 . The results of the 45 correlations were all highly significant. The three PEQ-CAMHS scores had moderate levels of correlation with overall satisfaction for how the child and parent were treated, the highest correlations being for the PEQ-CAMHS scale of relationship with health personnel. Slightly higher correlations were found for the child and parent outcomes, the highest being for the PEQ-CAMHS scores of outcome and relationship with health personnel. Moderate to high correlations were found for the two items relating to cooperation and the PEQ-CAMHS scores for relationship to health professional. Low to moderate correlations were found for the two items relating to parent involvement, the highest being for the PEQ-CAMHS scores for relationship with health personnel and information/participation. The item relating to information associated with side effects of medication had the highest correlation with PEQ-CAMHS scores for information and participation at 0.60. As expected the correlations for the variables relating to availability and waiting time had lower correlations, the highest being for PEQ-CAMHS scores of relationship with health personnel. Finally, correlations of a low level were found for responses to the two items relating to whether the health personnel had talked down to them or their child, the highest being for PEQ-CAMHS scores for relationship with health professional.
Discussion
This study was part of the first national survey undertaken in Norway to assess parent satisfaction with all Norwegian outpatient CAHMS. The development of the PEQ-CAHMS Outpatients followed a review of the literature including existing questionnaires, interviews with parents, and consultation with an expert group of professionals involved in the delivery of CAMHS and researchers experienced in questionnaire and survey design. This was designed to ensure that the questionnaire covered the important aspects of outpatient care in sufficient detail and hence had content validity. Parents are important participants in the delivery of mental health care to their children [9] and are not only well placed to judge service quality but can also inform the process of development and hence the content of questionnaires that are designed to assess quality of care from their perspective. The resulting questionnaire underwent a rigorous process of piloting and testing for data quality, reliability and validity that have been recommended for evaluating such questionnaires [23] .
The 15 items within the PEQ-CAMHS Outpatients contribute to three scales of relationship with health personnel, information and participation, and outcome. The levels of missing data in the range 1.5 to 5.6% suggest that it is acceptable to parents.
The results of factor analysis and tests of internal consistency were strong empirical support for the three scales. The questionnaire has evidence for construct validity following the application of hypotheses based on previous research findings and theory. In this national survey the questionnaire scores were approximately normally distributed in the range of 59.6 to 74.9 which means that there is potential for improvement in parent experiences over time and particularly for the scale of information and participation.
The test-retest reliability of the questionnaire was not assessed due to limited resources. Previous surveys undertaken in Norway have found acceptable levels of test-retest reliability for other questionnaires that assess user experiences [21, 27] . Test-retest reliability will be considered for a subsample of parents taking part in a future national survey of user experiences of outpatient CAMHS in Norway. The tests of construct validity were based on other questionnaire items completed by the parents and hence did not include objective or clinical data. Further tests of construct validity should include comparisons with administrative and clinical variables available from the clinics.
The 15 items forming the three scales can be used alone if brevity is an important issue. Having just 15 items makes it more suitable for inclusion in a longer questionnaire alongside other instruments that are designed to assess the outcomes of care for example within a randomised controlled trial and other forms of evaluative study. The additional items included within the questionnaire that related to other aspects of care including information on medication and cooperation between health professionals, should also be considered for inclusion in future surveys. Some of these items were not relevant to all parents but were considered Table 1 Child and parent characteristics for the main survey (n = 7,906) and non-respondents who were telephoned a (n = 225) (Continued) Asterisks denote statistically significant differences between the two groups: *p < 0.05;**p < 0.01. b Sum of the four items transformed to 0-100 where 100 is the best possible experiences of care. important enough for inclusion in the postal survey by the expert group and hence have content validity. The questionnaire is being used in national surveys of parent experiences that have included 86 outpatient clinics across Norway and the results for the 2006 survey have been reported [22] . The results are included in the Norwegian national system of quality indicators and are designed to inform parent choice and quality improvement. They are available to parents and clinics in electronic and report form [22] .
The questionnaire is designed for use with parents of children attending CAMHS outpatient clinics and while aspects of care that it assesses are of general relevance to CAMHS including the relationship with health personnel, it does not include aspects of inpatient care provision. The development of a questionnaire that included all aspects of CAMHS care would have necessitated a larger study that also included parents whose children had received inpatient care, both as a basis for informing the content of the questionnaire and also in testing. Some important aspects of parent experiences may be relevant for both inpatient and outpatient care and hence a generic questionnaire may be feasible. However, outpatient-and inpatient-specific modules will have greater content validity from a user perspective and are necessary for a more detailed understanding of Items within these scales have five-point descriptive scales from "not at all" to "to a very large extent". c The three scales are scored from 0 to 100 where 100 represents the best possible experiences. d Items within the outcome scale have a five-point scale from "much worse" to "much better".
the quality of CAMHS care. Furthermore, the PEQ-CAMHS Outpatients is designed for parent completion and hence does not include the views of children and adolescents. Future research should also seek to include the views of children and compare these with parent experiences and clinical data including outcomes. The response rate of 46% lies within the range of 8 to 63% found following a review of surveys of parent satisfaction with child and adolescent mental health; the median response rate to postal surveys was 33% [17] . More recent postal surveys lie in the range 22% to 52% for a survey without reminders [16] and with a telephone reminder [9] , respectively. 'Personal contact' or more direct approaches which include surveying parents as part of initial and follow-up procedures at CAMHS produce higher response rates [17] but there is greater potential for social desirability bias [32, 33] . Parents may report higher levels of satisfaction because they feel that this will be more acceptable to those administering the survey. Non-response causes bias if non-respondents systematically differ from respondents in relation to important study variables, here parent experiences and satisfaction.
The findings for other follow-up surveys of Norwegian user experiences have shown that the response rates have not caused serious bias [33] [34] [35] [36] . The response rate for the telephone survey was 56% following three postal contacts. There was no difference in overall parent experiences for respondents and telephone interviewees as assessed by a summary score comprising four items. However, there was one small but significant difference for one of these four items relating to "viewpoints being taken seriously". There was also a difference in the number of previous contacts with the clinic and education levels of parents. Interviewees reported a greater number of previous contacts and a smaller proportion had received higher education. The former may imply that non-respondents are parents of children with more severe conditions but this requires further investigation.
Parent satisfaction questionnaires have been criticised for lacking evidence relating to quantitative aspects of psychometric testing including reliability and validity All correlations are significant (p < 0.01). a Five-point scale: "very dissatisfied" to "very satisfied". b Five-point scale: "no benefit" to "a very large benefit". c Five-point scale: "Not at all" to "to a very large extent". d Five-point scale: "very poor" to "very good". e Three-point scale: "never", "yes now and again", "yes often". f Four-point scale: "no", "yes but not for long", "yes fairly long", "yes very long". g Three-point scale: "very few hours", "too few hours", "enough hours". h Four-point scale: "only once", "2-5 times", "6-12 times", "more than 12 times". [1, 9, 17] . The evaluation of the PEQ-CAMHS included assessing data quality, factor analysis to assess dimensionality, internal consistency and construct validity that have been recommended in the development of questionnaires designed to measure user experiences and satisfaction [23] . Few studies have undertaken such a comprehensive evaluation which followed consideration of content validity; that the questionnaire includes the important aspects of parent experiences with outpatient CAMHS. Moreover data quality, an important indicator of the acceptability of items, has rarely been reported in previous studies.
Conclusions
The PEQ-CAMHS Outpatients includes important aspects of parent experiences with CAMHS that are based on the views of parents. The questionnaire has evidence for data quality, internal consistency, content validity and construct validity. The PEQ-CAMHS Outpatients is recommended for future applications designed to assess parent experiences of outpatient CAMHS and is being used in national surveys of parent experiences in Norway as a quality indicator. Test-retest reliability and further tests of construct validity, including comparisons with clinical variables are recommended for future research.
